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Over the years Downside Up Charitable Fund has been 
striving for people with Down Syndrome to be raised at 
home, to study in educational institutions, to find work in 
a variety of fields and to participate in society like any 
other typical person. In order to achieve this, the Fund has 
developed informational, methodological, psychological, 
pedagogical and social support to families as well as 
focusing on training our specialists to the highest 
standards.

We want both children with Down syndrome and their 
parents to have high, but realistic expectations and we 
want to be able to help them realize these expectations. 
We want to help them achieve the changes in their lives 
that they desire. And this means that our activities should 
meet the needs of our families. We understand that this 
can only happen with honest feedback from all interested 
parties. That is why in recent years Downside Up has been 
actively developing a system for measuring its results and 
trying to evaluate its social significance. We are happy to 
share this information with parents, specialists, partners 
and officials.

We are aware that Downside Up is unable to undertake 
such a heavy work load without help and is consequently  
developing partnerships with parent communities, NGOs, 
and government institutions.  This is providing our 
families with even more opportunities to receive quality

services. Over the past academic year the development of 
these partnerships has been one of the priority areas of 
the Fund's activities.

We are also developing new forms of support to families 
and specialists and actively using online resources in 
order to be at the forefront of technological developments 
and thus help people with Down syndrome more 
effectively. The development of services based on the use 
of digital technologies has been another priority area of 
our Fund's activities during the reporting period.

Downside Up celebrates what our children and parents 
have achieved as well as the initiatives of our parent 
associations throughout the country. We are  always 
open for new ideas that encourage the active 
participation of people with Down syndrome in society.

We express our deep gratitude to the families, partners 
and donors, as well as to all who actively support people 
with Down syndrome!

Anna Portugalova,
Director

Dear Reader,

In the photo: a lesson in the media laboratory. Fyodor and Ivan interview Anna Portugalova, Director of Downside Up Charitable Fund
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What is Down syndrome?

Down syndrome is the most common genetic anomaly 
in the world.
It is not a disease. Down syndrome is a genetic 
condition caused by the presence of an extra, third 
chromosome in the 21st pair of chromosomes in the 
cells of the human’s body. Each cell in the body of a 
typically developing human individual contains 46 
chromosomes, while a person with Down syndrome has 
47 chromosomes.

Occurrence of children born 
with Down syndrome. 

The Incidence of Down syndrome is estimated to be 
one in every 700-1100 live births worldwide
Down syndrome is not related to parents’ lifestyle, their 
health, any harmful habits they may have, their diet, 
income, educational level or nationality.

How many children with Down 
syndrome live in Russia?

There is no official statistics on the number of 
children and adults with Down syndrome in Russia. 
According to expert estimates, 25 thousand children 
with Down syndrome below the age of 18  live in 
Russia.
According to Downside Up, in Russia:

- Six children with Down syndrome are born every 
day
- 2000 - 2200 children with Down syndrome are 
born every year

What problems do children with Down 
syndrome face in Russia?

Up until a few years ago in Russia, it was believed that 
children with Down syndrome were uneducable. 

According to Downside Up’s 
research:

40% of families were given incorrect 
information after being told their child had 
Down syndrome and as a consequence 
considered abandoning them.    

59% of families have difficulties trying to 
enroll their children in a kindergarten. 

16-21% of preschool children in the regions 
of Russia do not attend a kindergarten.

11% of school-age children  in Moscow do not 
attend school,  this number increases to 21% in 
the regions.
In the regions of Russia:

– 33–51 % of children do not receive free
early intervention services - although all 
children with Down syndrome need these 
services;

– 36–48 % of children do not attend any
clubs, courses or other additional classes;

– 30–34 % of families do not know if there
are parent associations or established 
support networks in their region.

ABOUT DOWN SYNDROME

Parents were advised that it would be in their best 
interest to leave their child in the care of the state. 95% 
of children with Down syndrome lived in orphanages, 
and society regarded them as outcasts. Since then, much 
has changed, and for the better. Nowadays most children 
with Down syndrome live at home with their family. The 
state support system for these children is developing 
along with educational opportunities.  There have been 
positive changes in society’s attitude towards people 
with Down syndrome. Downside Up has actively 
contributed to the emergence of these positive changes. 
However, there are still many problems in front of 
children with Down syndrome. 
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Date of registration: 
15 of September, 1997.

Mission: 
Downside Up is a Russian charitable organization 
dedicated to improving the quality of life of people with 
Down syndrome in Russia. We strive to provide high-
quality professional services that ensure personal 
development, unlocking potential, acceptance and 
inclusion of people with Down syndrome in society. 
Downside Up aims to ensure that people with Down 
Syndrome grow up in families, study in educational 
institutions, and are employed and fully included into 
society.  

Strategic goals 2017-2020:
To promote social adaptation and integration of children 
and young people with Down syndrome into society.
To prevent social orphanhood among children with 
Down syndrome.

How we do it:
We provide high-quality professional services to people 
with Down syndrome and their families.
We are developing our own system of educational 
resources for specialists working with people with 
Down syndrome.

Principles of family support:
1. Specialists focus on the family, not only on the child.
2. Parents receive support from the moment the risk of

having a baby with Down syndrome is established.
3. Downside Up is developing a system of face-to-face

and distance services.
4. All the programs are provided free of charge.

Geography of our activity:
Downside Up is located in Moscow. Our Fund conducts 
regular classes for children and parents and organizes 
events and holidays for Moscow families during the 
academic year. Families from all regions of Russia receive 
methodological literature, “Take a Step” journal, online 
information and methodological assistance from the 
Fund, and can also come for face-to-face consultations. 
Russian-speaking families from any country in the world 
can receive informational and methodological assistance 
from Downside Up, as well as face-to-face and distance 
support of specialists. Specialists from all regions of 
Russia and CIS countries are invited to participate in face-
to-face and distance learning events. They can subscribe 
to the journal “Down Syndrome. XXI century” and receive 
methodological literature.

Membership in associations 
and partner organizations:

Association on Early Intervention (Russia)
International Society for Early Intervention
Down Syndrome International
European Down Syndrome Association

ABOUT DOWNSIDE UP 
CHARITABLE FUND
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Social value of our activity

4

For more than 20 years Downside Up has been providing 
psychological, pedagogical and social services for 
children with Down syndrome and their families. A while 
ago we began to ask ourselves: “What is the social value 
of our activity?” Based on our mission and vision, we have 

formulated the social changes that Downside Up is 
striving for. Now the fund is trying to build all its work 
focusing on the formulated social results and effects. We 
pay special attention to obtaining systematic feedback 
from beneficiaries and other interested parties.

Analytics, 
monitoring 
and evaluation

Monitoring 
and 
evaluation of 
programs Support 

programs for 
children and 
young adults 
with Down 
syndrome and 
their families.

Parents consciously 
contribute to the inclusion of 
their child with Down 
syndrome in the educational, 
business and social space

Specialists of different 
professions effectively 
support parents and people 
with Down syndrome at all 
stages of their life path

Russian society 
demonstrates tolerance 
and acceptance of 
people with Down 
syndrome

Children with Down 
syndrome actively interact 
with parents, specialists, and 
teachers. Young people with 
Down syndrome are 
employed and adapted in the 
social space.

Children with 
Down 
syndrome 
develop in a 
family context

People with 
Down 
syndrome are 
employed in 
various fields.

People with 
Down 
syndrome 
interact with 
society

Children with 
Down syndrome 
are included 
and study in 
preschool and 
school education
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Methodical and 
educational 
activities

Awareness 
raising

International 
and domestic 
experience

Needs 
analysis 

Analysis of 
the situation

Areas of 
activities Social Result Social Effect Fund’s 

Mission
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Organizational 
structure

All work on providing services to families, training 
specialists and analyzing information is carried out by 
highly qualified specialists organized in a transparent 
structure with clear tasks and functions. Focus areas of 
the Fund's structural divisions correspond to the 
directions of work and planned social changes.

DS -Down Syndrome, 

DSU – Downside Up

DIRECTOR

Family Support Providing direct services 
to the main group of 
beneficiaries (families 
raising children with 
Down syndrome) and 
interaction with parents

Educational services for 
specialists working in the 
support system for people 
with Down syndrome 
(public officials, teachers, 
professors, etc.)

Development, 
piloting and 
adaptation of direct 
service technologies 
for DSU beneficiaries

Development of 
teaching materials 
and educational 
programs

Methodological 
support for the 
development of 
services for families 
raising children with 
Down syndrome

Publishing 
activities

Development 
of DSU 
Internet portal

Fundraising from 
multiple sources

Strategic and 
organizational 
development of DSU

Administrative, 
accounting and 
legal support

Application of 
principles of 
management 
reports

Interaction with 
authorities

Evaluation, 
research, analysis

Development of 
network of regional 
partners

Sale of DSU products 
(Numicon, “Let’s 
Start to Talk”)

Raising public 
awareness

Special projects 
for people with 
Down syndrome

Development 
of online 
service system 
for families 
and specialists

Development 
of DSU 
databases 
and virtual 
services

IT supportDevelopment of DSU 
information 
infrastructure and 
electronic document 
management system

Trainings for 
DSU staff

Partnerships with 
organizations and 
specialists working 
with families raising 
children with Down 
syndrome

Educational Center

Information Center

Strategy Department

Administrative 
Department

Development 
Department (functions 
transferred to 
“Syndrome of Love” 
fund*)

5

* In 2016, Downside Up Charitable Fund established “Syndrome of Love” Fund. The main role of  “Syndrome of Love” is to 
raise funds for programs for people with Down Syndrome, as well as to develop educational programs aimed at creating 
a friendly and comfortable environment for people with Down Syndrome.

Annual Report Downside Up Charitable Fund 2018–2019



7 854

5 881 

20 450 10 746 

104 950 

5 129
families of children 
with Down syndrome 
are registered in the 
Fund’s programs

registered 
participants at online 
training courses.

copies – the total 
circulation of books 
and journals 
published by the Fund

copies of books and 
journals published by 
the Fund and sent to 
families

specialists 
received official 
certificates of 
enhanced 
qualifications

participants of 
face-to-face training 
sessions

individual face-to-face 
and distance sessions 
and consultations 
were conducted for 
children and their 
families

OVERVIEW OF 
THE YEAR'S 
RESULTS
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324 

62 832 541 65 773 200 

3 358  339 76

1 268 42

publications on 
Down syndrome and 
about the Fund’s 
activities appeared 
in the mass media

rubles – the total 
amount of money raised 
during the reporting 
period

rubles – the total 
amount of money spent 
during the reporting 
period

copies of books 
and journals 
published by the 
Fund and sent to 
specialists

new publications 
appeared on 
Downside Up Web 
portal

training events 
were held for 
specialists, parents 
and NGO members

group classes 
were held for 
children and 
their families

different group 
themes for children 
and families
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In January 2019 Downside Up opened a day care group for 
young people with Down syndrome running three times a 
week. Group classes are aimed at expanding the 
perceptions of their participants about the world around 
them, at developing their independence and social skills. 
The group program includes not only the development of 
self-care skills, but also how to stay safe, money skills and 
how to be aware of their rights. The group allows 
participants to mix with their peers, expands the range of 
their interests, and also provides a real opportunity for 
self-realization and helps them discover their professional 
potential in such areas as gardening, weaving, printing 
and so on.

Each month, group members attend various sociocultural 
and career guidance events, which also helps to expand 
their horizons and communication skills, to build and 
strengthen the basis for further socialization. It is very 
important that young people with Down syndrome learn 
about different professions, it helps them to choose their 
own life path.

IMPORTANT NEWS 
AND CHANGES OF 
THEYEAR

The Day care group is a new and important area of 
our fund’s activities. We know that very often after 
graduation from school or college, young people 
with Down syndrome remain within a very 
restricted social circle. This group gives them the 
opportunity to meet and communicate with each 
other, acquire new knowledge actively employed.

Downside Up’s specialists organize activities for 
young people with Down syndrome and create 
new opportunities for them to socialize as well as 
helping them develop their career. Employees of 
entertainment centers, cultural institutions, cafes 
and small businesses, mix and communicate with 
young people with Down syndrome and their 
attitudes towards them change.  A direct 
consequence is that more and more places that are 
positive, accepting, respectful and friendly towards 
people with learning difficulties are opening in the 
city. 

Grigory, 25 years old: I come to Downside Up because I 
like to study.

•  •  •

Marina, 16 years old: At Downside Up I get a lot of 
information I need about life. I like communicating 
with people, with my friends there.

Rimma, 17 years old: The knowledge that I get at 
Downside Up is very important for me – thank to this I 
can achieve what I want.

•  •  •

Fedor, 19 years: ... I found everything here. Downside Up taught 
me to hear well – to listen to music and to think.

Participants of day care group and career guidance group 
say:

A Day Care Group for young people 
with Down syndrome has opened
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Fund’s social networks are becoming one of the ways to support 
families online

NGOs - Downside Up partners on a regional network held 11 
webinars for the Fund's audience

Three more Russian regions have adopted a protocol for delivering a 
postnatal diagnosis of Down syndrome

Feedback from social networks:
Thank you for training videos! I wish there were 
more of these! It is clear how to play with the child 
and what to use for the play!
•  •  •
From a grandmother living in another city: “I 
managed to look at my grandson in a live 
broadcast. How glad we were to see our Vanya at 
the celebration happy and content! Thank you very 
much for teaching our children and arranging 
holidays! Many thanks from our family!

Since November 2018 Downside Up has significantly 
changed the content of its publications on social 
networks. Now more than 70% of posts are aimed at 
supporting parents’ competencies, as well as the 
awareness in the development, upbringing and 
socialization of children and adolescents, and support for 
adults with Down syndrome.

We have now begun to monitor and analyze our  
subscribers’ reactions to the materials we publish  and 
take into account their interests. The most popular 
publications are those based on the personal experiences 
of families as well as those that provide activities and 
games for children that parents can use at home. 
Announcements for Downside Up’s webinars, trainings 
and posts illustrating the life of the Fund - classes, 
events, children's parties are also in demand.

For the first time representatives of partner organizations 
that are part of the regional network of the Fund, joined 
the teachers of the Downside Up Education Center and 
held a series of webinars on their practical experiences. 
The webinars touched upon both the successes and the 
pressing problems of regional projects and programs as 
well as introducing participants to various aspects of our 
colleagues’ activities. 

These webinars were of great interest. 1,633 participants 
registered, including parents of children with Down 
syndrome and representatives of the professional 
community from all regions of Russia and abroad.

Downside Up Educational Center hopes for further 
cooperation with regional NGO partners who are ready to 
share their invaluable experience!

The protocol for delivering a child’s diagnosis is one of 
the most effective tools in reducing the risk of 
abandoning a child with Down syndrome. The protocol 
obliges the maternity hospital doctors to inform the 
parents of the suspected diagnosis of their child correctly 
and ethically. For the first time in Russia, such a protocol 
was adopted in the Sverdlovsk region in 2016.
During the reporting period, thanks to the joint efforts of 
Downside Up and regional partners - the protocol 

"Improving the Care of Children Born with 
Chromosomal Pathology (Down syndrome)" was 
adopted. This has been made possible through the 
efforts of the following NGOs supporting people with 
Down syndrome and their families: "Kind 
Hearts" (Ryazan), "Innovation Centre in the XXI century 
with 21 chromosome "Siyaniye" (Nizhny Novgorod) and 
“Vygotsky Society of Support to Children” – non-
governmental charity (Volgograd).

During the reporting period, the total number of 
subscribers to Downside Up pages on the principle social 
networks (VKontakte, Instagram, Facebook) grew by 36% 
confirming the fact that we are publishing relevant and 
useful information
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North Caucasus 
Federal District

Southern 
Federal District

 Volga 
Federal District

1 217

2 624

724

262

652

492

729

209

North-West 
Federal District Ural 

Federal District

Siberian 
Federal 
Distric

Central Federal 
District

SUPPORT TO FAMILIES

Families form Russia: 6909
Also: 394 families from Ukraine, 182 – from Kazakhstan, 166 – from Belarus, 203 – from other 
countries

10

Psychological, pedagogical and social support for families 
has been and remains the main focus of the Fund. As in 
previous years, the number of registered and supported 
families continues to grow. The geography of families 
covers all regions of the Russian Federation, as well as 
some countries of the former USSR, in which Russian-
speaking families live.

Number of families in the 
Downside Up database  
as of June 30th of each year

Geographical distribution of registered 
families as of June 30th, 2019
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Masha’s mom (1 year 3 month old):

A little more than a year ago our fifth daughter 
Masha was born. The pregnancy went well, there 
were no problems, but right after the birth, the 
doctors said that she most likely had Down 
syndrome. Later the analysis confirmed this.

I still remember the shock, horror, and fear that I 
experienced. My husband and I did not even 
consider the option of abandoning our daughter, 
but at that moment it seemed that life was over 
forever. There was nothing left for us to look 
forward to in life. Our best days were behind us, 
and only darkness, suspense and lifelong torment 
with a sick, inadequate, frightening child lay 
ahead. And how could we  look people in the eye. 
After all, it’s so “embarrassing” to give birth to a 
child with Down syndrome.

While I was with Masha in the maternity hospital, 
my close friend found out that there is a 
charitable fund Downside Up in Moscow. She 
registered me on the website, and just a week 
later Milyausha Gimadeeva came to us. I will 
always remember what she told me that day: “The 
way you treat your daughter, is the way everyone 
around her will treat her. If people see that you 
love her, believe in her, they will love her too. 
And, most importantly - she will feel it, and she 
will succeed. ”

Milyausha Gimadeeva told me what to do and 
how to do it, she showed me a lot. And I had a 
hope, and I finally saw she had a future. How 
many beautiful, life-affirming stories I heard from 
her, how many kind words addressed to Masha. 
How much love for such children I felt, how much 
faith in them and in me — the mother of such a 
child! And how much important knowledge and 
advice she gave me! And all her advice has 
brought positive results.

Now Masha is a year and three months old. She is 
an amazing girl. Warm, cheerful, beloved, smart, 
talented, hardworking. 

She is developing very well, and she is 
succeeding. And we are the happiest parents of 
five beautiful daughters. And all this has been 
achieved because  of Milyaushi Gimadeeva.

Our deepest thanks to Polina Zhiyanova, who is 
always in touch via the online forum, she is 
always there to help and never misses a single 
thing, she prompts and encourages continually ! 
We met her on the Internet, and her every word 
for us is worth its weight in gold! And many 
thanks to all Downside Up team! It is so good that 
there are still such people! What an important 
and necessary thing you are doing!

•  •  •

Maxim's mom (15 years old):

About 15 years ago, I was handed a piece of 
paper with Downside Up’s phone number written 
on it and told, “This is some kind of Fund. Maybe 
they will help you there”. I did not call, thinking: 
“Well, how can they help me? Will they give 
money? No fund will ever give enough money to 
substantially improve the life of a family with a 
son with Down syndrome. All the treasures of the 
world cannot return my smile. ”

It’s fortunate that after quite a bit of time, an 
article came into my hands with a story about 
what Downside Up Charitable Fund is doing. And I 
called. And came to them. And I got the strength 
to live and smile.

More than once I copied articles from the journal 
and gave  to specialists, emphasizing that this 
was from a scientific and practical science journal, 
not a popular science journal. This is an effective 
method in the fight against deep-rooted 
stereotypes and a real help to those who are 
interested in everything new.

It’s hard for me to write words of gratitude, 
because there are no words that can express how 
grateful I am. Just thanks to Downside Up, to  all 
its employees - former and present, for what you 
do with the highest professionalism and 
humanity.

Parents speak:
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TYPES OF SUPPORT TO FAMILIES AND SERVICES -
STATISTICS FROM 2018-2019 ACADEMIC YEAR
Group pedagogical and psychological sessions

Individual support 
(CONSULTATIONS by speech therapist, psychologist, specialist in early 
development, as well as consultations of 2-3 specialists at the same time)

0–2 years Parents-children interaction group “Sandpit Sessions” 21 sessions 
44 families attended

1,5–3,5 years

Social adaptation groups
Helps babies learn basic communication skills and how to interact with each 
other and with adults whilst playing games and in other social situations. 
Parents act as assistants.

5 groups 
167 lessons 
89 children

3,5–6,5 years

Supportive learning groups
Helps children learn to participate in group classes, games, everyday 
situations independently and without their parents’
support in order to communicate better with their peers

6 groups 
204 lessons 
69 children

6,5–8 years Get Ready for School group
3 groups 
85 lessons 
33 children

7–16 years
Supportive learning groups for first-grade children
Involves children in social and everyday situations, broadens their
outlook, communication and interaction skills

3 groups 
93 lessons 
35 children

13–16 years Psychological support group for teenagers
2 groups 
46 lessons 
14 teenagers

16–18+ years     Career support and guidance
1 groups 
33 lessons 
13 teenagers

18+ years Day care group      NEW!
1 groups 
47 lessons 
9 teenagers

0 – 1,5 years       At home consultations (home visits) 434 visits
98 families

0 – 18 years Face-to-face consultations in Downside Up 1982 consultations

0 – 7 years Online consultations (forum) 

0 – 18 years

1041consultations 

412 families

412 consultations

0 – 18 years 561 consultations

0 – 18 years 

Remote expert advice sessions (phone, email)

Psychological consultations (face-to-face, phone, email, Skype) 

Social care teacher consultations (face to-face, phone, email)
702 consultations
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Creative studious

Group psychological sessions for parents

Information and methodological support

1,5–3,5 years     Music for babies 2 groups 62 classes 45 children

3 – 6 years Yoga

3 – 7 years

4 groups 135 classes 20 children

6 groups     181 classes  57 children

5 – 7 years 2 groups 39 classes 21 children

7–11 years 1 groups 29 classes 11 children

9 – 16 years

Musical-rhythmic lessons (dance) 

Logorythmic      NEW!

Creative development 

Theatre studio 2 groups 58 classes 49 children

14 – 18+ year     Animated cartoon 1 groups 23 classes 6 teenagers

14 – 18+ years   Media - laboratory 1 groups 34 classes 5 teenagers

0 – 7 years 3162 books sent to  568 families

0 – 3 years

Welcome pack of methodological materials sent 

at the point of registration in the Fund’s programes. 

Electronic mailing «VyrastayKa» 4 mailings for 2510 families

0 – 18+ years Electronic mailing of «Take a Step» journal 7137 copies of journal sent

0 – 18+ years E-library on Downside Up website 2920 materials

0 – 18+ years Useful addresses on the website 3856 supporting organizations

3 – 8 years Parents’ club 4 meetings 84 participants

7 – 18 years Electronic mailing «I Can Do Everything!» 3 mailings for 3056 families

0* – 1,5 years    Group meetings focusing on coming to terms
with the emotions associated with giving birth 
to a child with Down syndrome

8 meetings 
48 families

1,5 years – 
8 years

Parent support classes 
(for parents of both children and teenagers) 452 meetings

58 events and 
festivities for 986 
families

* - including families expecting or with a high chance of expecting a child with Down syndrome

Events and festivities
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Classes and 
events at 
Downside Up

14

Lyuba Sh. from the Career Guidance Group 
at a lesson in the printing workshop

Actors of the younger group of the Theater Studio at the “Art Bridges” festival

In a lesson in the Supporting Learning 
Group.

Weaving workshop for teenagers

Theater Studio shows the play "The 
Little Prince" at the inclusive festival 
"Different facets"

Graduation party in “Get Ready for School Groups”
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Excursion to the zoo Individual lesson with a speech therapist

Participants of the Day Care Group in a restoration 
workshop

Holiday in the Social Adaptation Group

In a lesson with a speech therapist

In the lesson of “Get Ready for School Group”

New Year's party for children from the groups of supportive learning

Excursion to the museum
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Four series of webinars for 
specialist, parents and NGOs

Number of
webinars

Number of
active
participants

Number of
registered
participants*

1. Pedagogical support to early-aged children
with Down syndrome. 10 541 1667

2. Methods and approaches for working with preschool-age
children with Down syndrome and other learning disabilities 248 934

3. Organizational development of NGOs 4 70 151

4. Experience from regions (webinars by colleagues from 
Russian regions)

11 468 1633

Five courses of enhanced qualification for
specialists:

Number of
academic hours

Number of certificates 
of enhanced
qualifications

1. Family-centered approach of support and current methods of 
support to families with a child with learning disabilities 18 22

2. Support for families with early-age children with Down syndrome 40 26

3. Support for families with preschool-aged children with Down syndrome 60 30

4. Psychological support to families of children with congenital
developmental defects and genetic abnormalities 32 13

5. Motor development of early-aged children with Down syndrome.
Method of coaching the motor development of young children
with Down syndrome P. Lauteslager

30 13

EDUCATIONAL ACTIVITIES FOR SPECIALISTS AND 
PARENTS

Since 2014 Downside Up Educational Center has been 
providing educational and methodological support to 
specialists working with children with Down syndrome and 
their families. Parents often join the students.

DURING 2018-2019 ACADEMIC YEARS WE CONDUCTED:

* - registered user has an opportunity to watch the replay of webinars
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• 100 % of participants of UTC (upgrade training course) said that the content of the seminars was useful;

•  94 % gave the highest mark - “5” - as an overall assessment of the seminar/course;
• Almost all UTC graduates reported that they are already using their theoretical and

practical knowledge in their work.
•  73 % of online survey respondents have watched or listened to webinars or online broadcasts of Downside Up

workshops over the past year.
–  49 % watched 4 or more webinars and online broadcasts over a year!

•  Among the most remembered topics of webinars and online broadcasts are topics related to the development
of speech.

• 99% -of participants said they would recommend Downside Up webinars to their colleagues if they
had not done so already.

What has been done as part 
of this evaluation: Number of collected questionnaires/interviews 

Group interviews at the end of UTC 3 group interviews with 23 participants

Telephone survey of UTC graduates for 
the 2017-2018 academic year 34 telephone interviews

Anonymous online survey of all specialists 
from the Fund database 172 completed online questionnaires

And also:

5 seminars, for 244 participants.

24 seminars with live broadcast  to all interested parties. During the live broadcast there were

422 active participants.

1295 participants registered to watch the live broadcast and had the opportunity to watch the replay.

Evaluation of educational activities
During the evaluation, we set ourselves the task of understanding how satisfied trained professionals are with the 
educational activities they have taken part in at Downside Up and how much they apply the acquired knowledge to the 
benefit of children with Down syndrome and other disabilities. 

The evaluation helped to identify areas for development of Downside Up’s educational activities. For example, 
increasing the variety of the forms of training and improving the process of informing potential students. In addition, 
it is planned to focus on developing distance learning.

Moreover during the reporting period Downside Up conducted:

Evaluation results:

17

Paper questionnaires for completion at the end of each UTC 
(upgrade training course) - 5 courses

268 completed paper questionnaires

Annual Report Downside Up Charitable Fund 2018–2019



Throughout the year  Downside Up teachers, 
psychologists and a medical consultant provided 
1041 online consultations to 412 families raising 
children with Down syndrome from 0 to 7 years.

Throughout the year we conducted 33 webinars and 
24 online broadcasts of seminars, attended by 946 
participants - parents and specialists.  A total of 
5878 participants registered.

As of June 30, 2019, the e-library contains 2920 
different pieces of material. During the year 183 
new pieces of material were added, 1770 were 
updated and verified.

The e-library contains all the manuals and journals 
published by Downside Up, as well as stories of 
parents raising children with Down syndrome, 
photos and videos of children, news about Down 
syndrome from around the world and other 
professional and educational materials on Down 
syndrome.

The e- library is equipped with a thematic rubrics 
and search system.

As of June 30, 2019 there are 82 training videos on 
the website. During the year 33 new videos were 
prepared and posted.

The training videos are concise and fully 
comprehensible  and are developed by Downside Up 
specialists. They teach parents of children with Down 
syndrome how to build the activities and games they 
do with their baby step by step, as well as how to 
help the child learn the skills necessary for everyday 
life.

ONLINE RESOURCES FOR 
FAMILIES AND SPECIALISTS

Downside Up has put considerable effort into the 
development of online resources to help more families 
and professionals, in particular those who live far from 
Moscow and are not able to come to our face-to-face 
consultations.

Access to Downside Up's online resources is via the 
Fund's online portal. The main functions of the website 
are open to all visitors. For visitors registered in the 
Downside Up programs, the following are also available: 
participation in distance learning courses, consultations 
for parents on the Online Consultative Forum and the 
opportunity to contact other families living in the 
neighborhood.

In the 2018-2019 academic year, online resources included:

Distance learning: webinars, online 
broadcasts of seminars, distance 
learning courses

E-library Training videos

Professional advice on the 
Online Consultative Forum
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Downside Up website statistics (Internet portal) in the reporting period:

Interactive map of registered families

Interactive map of organizations

Information support and 
navigation

Electronic methodological 
mailings “VyrastayKa” and “I 
Can Do Everything!”

As of June 30, 2019, the map contains information 
about 9458 families. During the year 1278 new 
families were added.

An interactive map has been designed so registered 
families can meet other families living in the same 
community or neighbourhood and  raising children 
with Down syndrome. Confidentiality of information 
is carefully considered and agreed with families.

As of June 30, 2019 the map contains information on 
3856 organizations. During the year 109 new 
organizations were added.

We are constantly updating the list of organizations  
that accept children with Down syndrome and 
provide support to them and their families.

During the academic year 1052 information 
requests were received about Downside Up services 
and Down syndrome.

There is an online chat on our website, anyone can 
ask a question and get feedback. All activities and 
training programs of the Fund are placed in 
electronic calendars of events and educational 
activities.

During the academic year 7 separate mailings 
were sent to  5566 families.

Methodological mailings are collections of materials 
that families receive by email. Each mailing contains 
recommendations for the development of a child 
with Down syndrome given by teachers and 
psychologists of the Fund and selected in accordance 
with the age of the child.

Number of unique visitors to Downside Up’s website 
in the reporting period by federal districts

47 311

96 090

29 594

7 935

39 129

24 414

31 343

12 265

•  13 988 988 registered users as of June 30, 2019;
•  31 352 unique visitors, monthly average;
•  2 147 unique visitors daily average;

+15 % year on year increase

+54 %

+48 %

Total number of unique visitors 
from Russia for the year: 288 081. 
Also: 
24 187 —  from Kazakhstan, 
16 150 —  from Belarus, 
14 163 —  from Ukraine, 
35 167 —  from other countries.
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Overall circulation

7400

JOURNALS:

2 issues of «Take a Step» journal for parents

2 issues of «Down Syndrome. XXI Century» for professionals 3000

3 MANUALS REISSUED: Overall circulation 

P.L. Zhiyanova “Spreadsheet of skills and competences, "I Can 
Do Everything. Teaching manual for parents and specialists” 3000

P.L. Zhiyanova “Diary of the Young Child’s Development” 3050

P.L. Zhiyanova “Social adaptation of children with Down syndrome. Organization, content and 
methodology of adaptation groups. Manual for specialists” 3000

New book translated and published: Overall circulation 

T. Couwenhoven “Teaching Children with Down Syndrome about Their Bodies, Boundaries, and 
Sexuality: a Guide for Parents and Professionals” 1000

PUBLISHING ACTIVITIES

DURING 2017-2018 ACADEMIC YEAR WE PUBLISHED:

Distribution of publications for the reporting period:
• Sent to families: 3609 copies of published books and 7137 journals.

• Sent to specialists: 1430 copies of published books and 1928 journals.

* Why this book is published? Our experience has shown that the issues of sexual education invariably concern parents
of children with a learning disability, however, materials on such subjects in Russian are very difficult to find.
Downside Up found it appropriate to fill this gap by translating and publishing this book, which gives the detailed
description of activities aimed at educating children about caring for their bodies, important aspects of puberty, and
establishing contacts with friends and loved ones. The book can be equally useful to both specialists and parents.
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This online survey was also anonymous; it was conducted 
using Downside Up’s database of families, registered up 
until August 1, 2018. We collected 333 completed 
questionnaires from parents of children from 0 to 18 
years old from 67 regions of Russia.

The purpose of the survey: to collect information from 
parents to measure the social impact of Downside Up’s 
activities and to determine plans for next year.

•  •  •

Moreover, as part of the evaluation of six separate 
projects, we developed 8 questionnaires and other forms 
of feedback collection. In total 19 children and 
adolescents, 94 parents and 99 specialists were 
interviewed. The collected information was analyzed  and 
analytical reports for internal use and for donors were 
prepared.

ANALYTICAL WORK

This area includes evaluation of the quality of the Fund's programs, as well as studies of various aspects of the current 
situation regarding Down syndrome in Russia. The information collected is used to improve the quality of the Fund’s 
activities, when planning new programs, as well as informing the public sector and NGOs. 

 During the reporting period we conducted: an evaluation of education activities (see page 17) and two large surveys.

Survey of parents about the 
effectiveness of Downside Up’s 
activities throughout
 the 2018-2019 academic year

From the results of surveys:
When doctors announce the diagnosis of a child 
Down syndrome 40% of families hear incorrect and 
inappropriate wording and/or suggestion that they 
abandon their baby.

45 % of families believe that medical staff  caring 
for their child do not know what medical 
examinations and observations children with Down 
syndrome need.

Less than 20% of families were informed by the 
doctors about the health issues  that are specific to  
children with Down syndrome and what medical  
tests they need.

•  •  •

72% of families did not face any difficulties in 
getting support from Downside Up.

56% of families received support from Downside 
Up mostly on time - when they needed it.

54 % семей оценивают пользу от поддержки Даун-
сайд Ап на 7–10 баллов из 10.

In February, a new section appeared on the Fund’s 
website, “Figures and Facts about Down 
syndrome”. This was created using material from 
Downside Up's own research, as well as official 
sources of information..

This anonymous online survey was conducted using 
Downside Up’s database of families. The purpose of the 
survey was to collect and analyze the opinions of parents 
about the situation regarding the medical care of their 
child with Down syndrome.

We collected 744 completed questionnaires from parents 
of children from 0 to 18 years old from 80 regions of 
Russia. This is the most popular survey in the history of 
the Fund. 

Survey of parents about 
medical care for children
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5 years ago, there were almost no sports activities 
available for Russian children with Down syndrome. This 
was particularly worrying as evidence has shown that 
children with Down syndrome benefit enormously from 
physical activity. In order to develop this field Downside 
Up and then "Syndrome of Love" Fund have been 
conducting a project since 2015 to create football 
activities  and popularize football for children with Down 
syndrome.
During the reporting period, 243 football classes were 
held in three groups in Moscow and Mytishchi (Moscow 
region) for 60 children with Down syndrome.

An online marathon (flash mob) “I am in a Team!” was 
organized. Parents of children with Down syndrome and 
NGOs from all over the country were invited to 
participate. 

Beforehand a short video explaining how a child or an 
adult with Down syndrome can play football was 
distributed.
13 cities took part in the event. All videos were 
published on the Funds’ social networks where they 
proved to be very popular. Along with the videos the 
"Handbook of Mini-Football Coach for Children with 
Down Syndrome" was published, with a circulation of 100 
copies. The book has been distributed among regional 
fund partners.

"DOWNSIDE UP" AND "SYNDROME 
OF LOVE" PARTNER PROJECTS

In 2016 Downside Up Charitable Fund established 
"Syndrome of Love" Fund. "Syndrome of Love’s" main 
objective is to raise funds for ongoing and new programs 
of Downside Up Fund, to support people with Down 
syndrome, as well as awareness raising activities aimed at 
breaking down prejudices. During the reporting period, 
the Funds joined forces to implement three projects.

On June 19, 2019 the project “Football for Children 
with Down Syndrome” received a diploma of the I 
(first) degree in the nomination “Healthy citizens - a 
healthy country” of the All-Russian Competition of 
Social Innovations.

Career guidance and 
employment

Integrative volunteering

Football for children with Down syndrome

During the academic year Downside Up hosted a weekly 
career guidance group for 13 teenagers and young people 
with Down syndrome. Moreover 7 offsite career guidance 
events were organized for teenagers and their parents: a 
printing studio "Trafaret" and carpentry restoration 
workshop, a workshop for social and creative inclusion 
"Sunduck", Aptekarskiy Ogorod  botanical garden, an IT 
company "VimpelCom" and 2 cafes - "Catcoffeshop" and 
"Coffee and milk".

Together the Funds opened a portal on employment of  
people with Down syndrome. Here they posted 2 videos 
explaining the characteristics of workers with Down 
syndrome, as well as step-by-step instructions for 
companies that are thinking about hiring a person with 
Down syndrome. On November 29, 2018 they held a 
round table for HR specialists from these companies.

As part of this area of work Nestor G. completed a six-
month internship at the office of the "Vertical" company, 
and Dasha M. started her internship at the "Catcoffeshop" 
anti-cafe. Both Nestor and Dasha are Downside Up 
Alumni. Downside Up conducted special trainings for 
employees of both companies.

The project "Development of the Volunteer Movement in 
Secondary Schools in Moscow" was dedicated to 
supporting volunteers in the socialization of people with 
Down syndrome. As part of the cooperation between the 
two Funds for this project five schools in Moscow 
conducted trainings for 150 high school students. As a 
result, more than 40 students became volunteers and took 
part in the activities of the Funds.

We organized travel buddies for three children with Down 
syndrome.  Six volunteers were selected and trained, 
three of whom now accompany the children when moving 
around the city.
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21.03.2019

 “It is important that there is a place in society for 
people with Down syndrome”: an interview with 
an employee of the Downside Up Charitable Fund

“Annually World Down Syndrome Day is celebrated 
on March 21 ... Genetics-info talked with Tatyana 
Nechaeva, director of the Family Support Center of 
Downside Up Charitable Fund, about how public 
opinion on Down Syndrome has changed, what kind 
of help doctors working with people with this 
diagnosis need, and why in Russia it is necessary to 
create more funds to help families with children 
with Down syndrome”.

21.03.2019

Experts: about 51 thousand people with Down 
syndrome live in Russia 

“About 51 thousand people with Down syndrome, 
according to expert estimates, live in Russia as of 
2019, almost 25 thousand of which are children. 
This was announced on Thursday at a press 
conference in TASS dedicated to World Down 
Syndrome Day, said Alexander Borovykh, director 
of the Strategy Department of Downside Up 
Charitable Fund”.

AWARENESS RAISING

During the reporting period:
• 324 pieces of material  regarding the work of the Fund have been published in the media.

21.05.2019

New technique: yoga will help with learning 
disabilities children adapt to life

“In Moscow yoga classes for special children 
started. Teachers who have received special 
training help students with Down syndrome adapt 
to the world”.

Among them: 

• 9 reports and social videos on federal and regional 
TV channels (First Channel, Vesti Moscow, TVTs, RBK, 
OTR and other);

• 315 publications in printed and online media (TASS,
RIA Novosti, Kommersant, ASI, Snob, Takiye dela,
Miloserdiye and other);

• 1 press conference in TASS;

• 3 advertising banners in printed media ("Vedomosti"
newspaper);

• tens of thousands of messages in public forums and
in the leading social networks.
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Rubles

Balance at the 
beginning of the 
reporting period:

10 747 172

Raised in the 
reporting period:         62 832 541 
Spent during the 
reporting period:         65 773 200 

Balance at the 
end of the 
reporting period:

7 806 513

Reporting period: July 1, 2018 г. – June 30, 2019 г.

Resources form 
"Syndrome of Love" fund

Corporate 
donations

Individual 
donations

Subsides and grants

    17%22 %
13 515 321 ₽        10 651 235 ₽

9 %
5 892 414 ₽  

52 %
32 773 571 ₽ 

Administrative expences

Public and Media 
outreach and awareness raising Support oto families 

raising 
children with DS *

Projects with 
partners ***

Publishing of 
methodological manuals 
and journals **

Administrative expences

10 253 605 ₽

2 666 321 ₽ 

2 433 500 ₽

Analytical activities

1 446 444 ₽

34 334 081 ₽

16 %

2 %

4 %

4 %

1 %

52 %
13 773 514 ₽ 

21 %

Previously in our annual reports, we showed the joint financial results of two "Downside Up" and "Syndrome of Love" Funds. This 

report presents the financial results of Downside Up.

The financial results of "Syndrome of Love" Fund can be found in the annual report of the Fund on the website www.sindromlubvi.ru

SOURCES OF FUND

STRUCTURE OF EXPENCES

Funds for the Downside Up programs are 
provided by "Syndrome of Love" Fund. Some 
donors send donations directly to Downside 
Up. The diagram reflects the structure of 
sources and volumes of received funds.
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         865 735 ₽

* - including online resources for families and specialists
** - for families and specialists
*** - partner projects with "Syndrome of Love" Fund
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На 1-й стр. обложки – Ольга Глинская с дочерью Серафимой.  
Фото Катерины Глаголевой
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Downside Up Team

We thank our partners, 
donors and all those who 

support us in this academic 
year!

"Downside Up" and "Syndrome of Love" partner projects 



о деятельности 

«ДАУНСАЙД АП»
БЛАГОТВОРИТЕЛЬНОГО ФОНДА

июль 2018 – июнь 2019

ОТЧЕТ

Make a donation:
•Using a bank card: via www.downsideup.org
•Using a payment form: at any bank
•By sending an SMS to number 3443 with a word "СИНДРОМ" and the amount
•In cash: via QIWI terminals
•By making a donation contract

Payment details for the remittance of your donation: 
Charitable Fund "Downside Up" non-profit organization:
Current account 40703810038040100912 
with "Moscow Bank of Sberbank of Russia,  OJSC, Moscow 
Correspondent account 30101810400000000225, 
BIK 044525225 with OJSC "Sberbank of Russia", Moscow 
KPP 771901001 
Taxpayer's Identification Number 7705159882 
Payment purpose: "Charity donation (in support of the Fund's statutory 
objectives)"
For more details please refer to www.downsideup.org

Make a donation to "Syndrome of Love":

Since May 2017, the Syndrome of Love Charitable Fund has been raising 

funds for support programs for people with Down syndrome:

• Using a bank card via www.sindromlubvi.ru

• Using a payment form: at any bank

• By making a donation contract

Payment details for the remittance of your donation:
"Syndrome of Love" Charitable Fund supporting people with Down 
syndrome 
Current account 40703810738000005108 with "Moscow Bank of 
Sberbank of Russia
BIK 044525225
KPP 771901001
Taxpayer's Identification Number 7719449616
OGRN 1167700059262
Payment purpose: "Charity donation (in support of the Fund's 
statutory objectives)"

For more details please refer to www.sindromlubvi.ru  

Downside Up Charitable Fund 
105043, Moscow, 3rd Parkovaya, 14 A 
Tel .: (499) 367-1000
Fax: (499) 367-2636
info@downsideup.org 
www.downsideup.org

HOW YOU CAN HELP US




